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End-of-life decisions in a developmental
center: a retrospective study
Residents of developmental centers deserve care at the end
of their lives that is consistent with their wishes. When
their wishes are unknown, as is often the case, the care that
they receive should be in their best interests. One way of
determining whether care is in a resident’s best interests is
to hold a formal discussion leading to a decision about
end-of-life care, known as an “end-of-life decision.”1
We investigated the prevalence of end-of-life decisions
in a modern developmental center. Our center provides
long-term care, from youth to death, to 850 people with
severe developmental disabilities, whose demographic fea-
tures have previously been published.2 All residents are
unmarried and childless; 20% have a family involved in
their welfare decisions. The center’s annual budget is $115
million, or $135,000 per resident.
METHODS
End-of-life decisions
In our center, if employees or relatives think that the bur-
den of a resident’s treatment outweighs its benefit, they
can request a review by our bioethics committee, which
leads to an end-of-life decision.
The committee consists of the resident, family, surro-
gate, legal conservator or guardian, attending physician,
resident-rights advocate, social worker, clergy, psycholo-
gist, caretakers, and an uninvolved physician. Based on the
medical facts, the committee decides whether the resident
has an “irreversible and irremediable condition and is in
the process of dying with no reasonably conceivable pos-
sibility of recovery.”3 It also decides what would be in the
resident’s best interest—based on issues such as the need
to relieve the resident’s suffering, whether it is possible to
preserve or restore functioning, and the resident’s quality
of life.4 Objective instruments to measure quality of life
are not used. Cost of care, third-party interests, preexisting
disability, race, age, and sex are not considered. If it is
unanimously deemed in the resident’s best interest (what
a reasonable person might decide) to forgo further intru-
sive care, and the resident’s legal representative consents to
it, the committee may recommend any of the following:
• A “do-not-resuscitate” order (suspension of the other-
wise automatic implementation of cardiopulmonary
resuscitation)
• The resident’s cancer should not be treated (that is,
forgoing chemotherapy or surgery)
• If the resident develops pneumonia, he or she should
not be hospitalized
Summary points
• Little is known about end-of-life care for residents of
developmental centers
• In this retrospective study, formal discussion of
end-of-life care took place before only a quarter of
deaths
• Only 2 of 850 residents had completed an advanced
directive
• Earlier and more frequent discussions of end-of-life
care are needed
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The do-not-resuscitate order requires approval by the
medical and executive directors and must be reordered
weekly by a physician. Residents who are not for resusci-
tation receive palliative care: nutrition, hydration, and ba-
sic nursing care, including gastrostomy, tracheostomy,
parenteral nutrition, antibiotic therapy, or dialysis.
Medical records review
We reviewed medical and bioethics records over a period
of 2-1/2 years of all residents in whom there had been an
end-of-life decision. We also noted whether residents had
made an advance health care directive; all residents who
are judged mentally capable by their physician are in-
formed of their right to formulate such a directive.
RESULTS
During the 2-1/2 year study involving 850 residents, a
decision about end-of-life care was made for 16 residents
(table). Of these 16 decisions, 12 were decisions that the
resident should not be resuscitated, and 4 were decisions
that the resident should continue to receive full medical
treatment. There were 38 deaths during the study period.
In only 10 (26%) of these had there been an end-of-life
decision. Of the 850 residents, only 2 had ever completed
an advanced directive.
DISCUSSION
Most residents must rely on their carers to make decisions
for them about their end-of-life care. In only about a
quarter of deaths among residents of our developmental
center had formal discussion of their end-of-life care oc-
curred. In comparison, one study found that end-of-life
decisions were made in 43% of deaths of patients in other
medical settings.5
To date, few studies have been done of the end-of-life
care of people with mental handicap. In a Dutch survey of
physicians caring for mentally handicapped people, an
end-of-life decision was made for 44% of deaths, and 77%
of the decisions were to withhold or withdraw treatment.1
Why was an end-of-life decision made for only a quar-
ter of our residents who died? If a resident’s death was
quick, a referral for an end-of-life decision may not have
been made, or the referral may have come too late. Late
referral may also have been due to reluctance on the part
of carers or family members to recognize or accept that a
resident was dying. End-of-life decisions may not have
been made for residents with prognostic uncertainty or
those of a young age.
Care at the end of life for patients with developmental
disabilities might be improved by earlier and more fre-
quent discussion of patients’ best interests before death.
Ideally, a treatment goal—restorative, supportive, or pal-
Demographics and outcome of 16 residents with formal end-of-life decisions
Variable
Residents,
no. (%)
Sex, male 10 (63)
female 6 (38)
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Age, yr*
39 5 (31)
40-49 9 (56)
50 2 (13)
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Race or ethnicity: white 14 (88)
nonwhite 2 (16)
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Decisionmaker
Family 6 (38)
State 10 (63)
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Years in institution†
19 3 (19)
20-39 5 (31)
>39 8 (50)
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Cause of mental retardation
Unknown 10 (63)
Trisomy 18 or 21 2 (12)
Lesch-Nyhan syndrome 1 (6)
Phenylketonuria 1 (6)
Leukodystrophy 2 (13)
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Referral source
Parent 7 (44)
Other relative 4 (25)
Staff 5 (31)
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Major disability‡
Gastrostomy 7 (44)
Tracheostomy 4 (25)
Epilepsy, severe 8 (50)
Quadriplegia 10 (63)
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Disease triggering review/death <1 yr after descision
Residents with DNR orders
Cancer§ 7/7
Pneumonia 4/1
Heart failure 1/1
Residents getting full treatment
Pneumonia 2/1
Stroke¶ 1/0
Senility 1/0
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Outcome after decision, days
Residents with DNR orders
Death in 1 5 (42)
Death in 2-7 2 (17)
Death in 8-30 1 (8)
Death in 31-365 1 (8)
Alive after 365 3 (25)
Residents getting full treatment
Death in 8-30 1 (25)
Alive after 365 3 (75)
DNR = do not resuscitate.
*Mean age of subjects, 42 years.
†Mean duration in institution, 31 years.
‡Data do not equal the grand total because some residents hadmultiple disabilities.
§Cancer types: hepatoma (n = 4), adenocarcinoma (n = 2) (1 of esophagus, and 1 of
colon), and melanoma (n = 1).
Family of 1 resident requested full treatment, and for 1 resident, the decision was
“not irremediable and not in the process of dying.”
¶ Aging parents requested a “natural death (with no heroic measures, when
seriously ill in future).” Their request was noted as a surrogate request (but not as
a Natural Death Act Declaration, which can be made only by mentally capable adult
patients themselves).
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liative—should be developed for all residents and periodi-
cally updated.4
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